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My pathway into palliative care



Incidence of learning disabilities

2.5% of the population which is 
approximately 1.5 million people in 
the UK

25 per 1000
(50 in average GP practice)

85% of these have mild LD

Incidence higher in urban and 
deprived areas



Incidence of learning disabilities

The number of people with learning disabilities is growing 
by about 1.1% of it’s total population each year. This is 
mainly because of general improvements in neonatal care 
resulting in the survival of premature and/or disabled 
children who previously would have died at birth or in early 
childhood.  



The numbers of older people with learning disabilities (over 
60s) is growing and is expected to grow by 36% between 
2011 – 2021 with obvious implications for palliative care            
(Institute of health research, 2004)

The majority of people with a learning disability can now 
expect to live a near normal lifespan. However, this means 
that they can also expect to encounter all the diseases 
associated with aging, including those requiring palliative 
care. 



Setting the context:

• People with a LD have higher healthcare needs but less 
access to healthcare services

• Long stay hospitals which previously filled the eolc gap 
no longer exist and therefore these needs have to be 
met in the community.

• May have carers who require palliative care, 1/3 PWLD 
live with carers 70yrs plus – bereavement needs as well 
as many other complex needs 

• Complex care settings with conflicting needs of service 
users and perspectives of multiple advocates



Barriers to care

• Access to screening services 

• Communication problems – often health and social care 
professionals do not recognise that someone has a 
learning disability 

• Diagnostic overshadowing – the implications of this are 
extremely serious and often account for late diagnosis

• Care setting – unqualified care staff who provide 
invaluable support in communication but often fail to 
recognise early signs of serious ill health



So what can we do?

•Need to train and support staff in both learning disability and palliative 
care services in how best to meet the eolc needs of people with a 
learning disability

•Need to develop an understanding of what constitutes specialist 
palliative care in relation to pwld and question current care models

•Need to expand our understanding of ‘family’ to include extended non-
biological networks of people with ld and ‘hidden’ ld carers

•Develop psychosocial care for pwld with more of an emphasis on 
bereavement

•Much more linking and sharing of experience, good practice, training 
and the development of information resources
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